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Erica Huntzinger is an Associate Producer on the "I'm Aware That I'm Rare" podcast for the phaware global association and based in the USA. She has spent the last decade
raising awareness about pulmonary hypertension through public relations campaigns including PSA's (public service announcements), for national television, legislative advocacy and
the phaware podcast. Erica has an MPH in Health Policy and Management from UCLA. Erica was a Carer to her mother who she lost to the rare and progressive disease pulmonary
hypertension. Connect with Erica: www.phaware.global - Public Relations
Editors Note: Every November around the globe thousands of people living with
pulmonary hypertension come together to acknowledge and raise awareness about
Pulmonary Hypertension. A rare progressive disease of the lungs which can lead to
heart failure, and can affect many people especially those living with certain health
conditions, (for more see phaware.global website). They are supported by carers, family,
survivors who have had organ transplants, support groups, organisations, and industry to
promote and educate about this chronic condition.

In honour of this years Pulmonary Hypertension Awareness Month which took place in
November, I would like to share her beautiful article with you. As this editions theme is
about "not being broken', I thought it was fitting to share the insights of a carer and
daughter who has lost her mother to this disease, but continues on in the industry to
support others, influence change and implement improvements in this field. I was very
moved by Erica's story and I know you will be too. Melissa x

What I would tell my younger self about care-giving
When I was trying to be a helpful kid taking on care-giving tasks, I didn’t know any other
kids my age in similar circumstances. I was not sure how to fully express what our family
was going through, and I did not think of or label myself as a caregiver. I was just the
daughter.
A recent article in Forbes states there are between 3 to 5 million
kids under 18 who are caregivers in their families in the United
States. Those statistics are from a national survey that was done
just before the pandemic. Now with the COVID-19 global pandemic,
that number will likely become much higher. The short- and longterm effects of COVID-19 on health and its impact on families are
not yet known, the health care system is overburdened, and the
economy is in recession. Families will have to do more to take care
of their loved ones, and inevitably the younger members of the
family will start to share in the responsibilities.
This perfect storm of events helped me decide to do my first podcast episode with
phaware global associationv because I felt it was time to share how our family was not
defeated by illness. In the episode, I share some of my experiences as the young
daughter of a pulmonary hypertension patient, taking on caregiving tasks from middle
school onward, and eventually caring for both of my parents as an adult daughter.
I’ve been thinking about how our family somehow navigated through the years my mom
did not have the correct diagnosis, and the twisting and turning road that took us there. I
wondered if I knew then what I know now, would care-giving have been any different for
me, and what would I tell my younger self if I could?

This is what I would tell my younger
self about care-giving
ENJOY AND APPRECIATE THE PEOPLE YOU LOVE SO MUCH.
You might have them longer than you think, but not as long as you would like. Make the
time with them valuable. Tell them you love them, tell them how much, and tell them
often.
THERE IS A LONG ROAD AHEAD.
There may be moments of uncertainty. There may be times you will wonder which ER
visit will be the last, which doctor will have all the answers, and why we have to go to the
hospital again. You may wish there were a magic wand that could fix everything. Instead,
take it step by step. You will need to be flexible.

YOUR CAPACITY WILL EXPAND BEYOND WHAT YOU THOUGHT WAS POSSIBLE.
Ask questions and learn as much as you can. Keep good relationships with the doctors
and others involved in the care and treatment of your family. You have all the abilities to
meet the challenges ahead and be successful.

IT TAKES A CERTAIN KIND OF PERSON TO BE A CAREGIVER.
Everyone might not understand or fully appreciate what your family is experiencing. They
may not relate to things you choose to do or responsibilities you have. Don’t waste time
waiting for people to understand.

ASK FOR HELP IF YOU NEED IT.
Create your own support team for the times you may need some direction.
No one can do this alone. Let people earn your trust, and listen to your
instincts.

DON’T GIVE UP ON WHAT YOU WANT FOR YOUR FAMILY OR FOR
YOURSELF. Continue taking steps towards your own goals and
ambitions, no matter how big or how small.

THE CONCEPT OF WORK-LIFE BALANCE IS OVERRATED.
You can best decide how to spend your time. Do not let others try to rearrange your
priorities for you. Do not let others make you feel bad because you have family
responsibilities that they don’t. Be at peace with your decisions.
THERE WILL BE TIMES YOU MAY WISH THINGS COULD HAVE BEEN DIFFERENT.
It is not easy to watch your loved one’s experience health difficulties. You have a special
purpose in your family to be there for them at this time.

SOMEDAY YOU WILL EXPERIENCE THE LOSS OF A LOVED ONE.
When the grief comes, you will have to be strong and not let it consume you. Everyone
has their own way of dealing with grief. You will discover yours as well.

HAVE FAITH, INCLUDING FAITH IN YOURSELF.
No illness will ever defeat you.
Your life is precious and valuable.
You are loved more than you know.

This is dedicated to caregiver kids, caregiver
youth, and family caregivers of all ages.
Erica

